
Additional file 1
Semi-structured interview
Questions:
How did the disease spread to your family? 
Describe a typical day? 
Has your life changed now compared to before? 
What is the activity that you do the most throughout the day?
How do you feel when you think you are at risk of developing the disease?
What are the main changes in your mood when you think about the disease?
How do you think other people perceive you? 
Have you thought about the future? 
How did you imagine it?
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